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From niche activity 
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Massive Open Online Data Studies 
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What roles can libraries 










Secondary data analysis 
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Embodied information practices! 
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Participatory research All of Us 
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Ethical, legal, and social implications? 
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Personal Genome Project 













Pretty Good Privacy? 
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So, what are the 
‘best science’ and 
‘best ethical practice’ 
lessons to be learned 
from UK Biobank? 
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“…from a signature 
on a legal form to a 
process that educates” 
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Advancing knowledge to 
benefit society, but raising 
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Provide a human-centred perspective 
– The conscience of the big data world 
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